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 GUIDELINES LAUNCHED!
Healthcare  partners collaborate to tackle rheumatic heart disease 

Provide evidence-based guidance for
clinicians for the recognition, diagnosis,
treatment and prevention of acute
rheumatic fever (ARF) and rheumatic heart
disease (RHD) in Timor-Leste; and  
Improve health outcomes for people with
(or at risk of developing) ARF and RHD in
Timor-Leste

The rheumatic heart disease guidelines for
Timor-Leste were launched in Dili on August
10th by Dr Odete da Silva Viegas, Director
General for Health Services, Timor-Leste's
Ministry of Health. ETHF's CEO David Marlow
presented via zoom and was delighted to see
the culmination of extensive collaboration
finally come to fruition. 
Convened by the Ministry of Health, Timor-
Leste, these guidelines have been written by a
technical working group with the aim to: 

Rheumatic heart disease affects approximately
one in every 50 (2%) children in Timor-Leste
and can cause heart failure and death. The
guidelines will enable local healthcare
practitioners to more effectively detect and
treat RHD patients across the country.
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This important initiative harnessed the
expertise and experience from our invaluable
partners including the Ministry of Health,
Menzies School of Health Research, Maluk
Timor, Hospital National Guido Valadares,
WHO and St John of God International.

ETHF will now be assisting with the printing
and implementation of the guidelines
through regional health centres, through
Maluk Timor and the Socialisation of the RHD
Guidelines Project.

Critical to the successful implementation of
the guidelines will be the provision of Lumify
portable echocardiography machines. ETHF
needs to raise funds for 10 machines for the
first year roll-out (a further 10 needed for
the following year). The portable echo
machines are essential in providing effective
diagnostic services in regional and rural
communities. Training has commenced, with
15 local healthcare workers already upskilled,
ready to support patients once machines
can be provided.
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CEO UPDATE

Although the pandemic has largely prevented our usual life-
saving heart surgeries and in-country clinics, every day we
progress is one day closer to when we can again deliver a
surgery. And despite barriers, we hope to deliver at least one
more surgery by the end of 2021.

In the meantime, and as part of our ongoing strategic
direction, we have been working hard with our partners to
build heart healthcare capacity in Timor-Leste:

· In partnership with the Ministry of Health, Menzies 
  School of Health Research and Maluk Timor, we helped 
  launch the new guidelines for managing acute rheumatic 
  fever and rheumatic heart disease in Timor- Leste. The 
  guidelines were officially launched by the Director 
  General for Health. ETHF is funding the rollout of the 
  guidelines through an extensive training program for 
  district healthcare centres.

· We are fundraising to purchase up to 20 portable 
  echocardiography machines to provide the ability to 
  properly identify and diagnose heart disease in district 
  clinics across Timor-Leste. This is a major project 
  requiring $7,500 per machine. Can you please help 
  support this program by donating or arranging for an 
  organisation to fundraise for an echo machine? These 
  machines will save the lives of many adults and 
  children.

· Our Dr Dan Murphy Paediatric Cardiology scholarship 
  will support the training of the first Timorese paediatric 
  cardiologist over two years at Monash Health. It is 
  expected that the successful candidate, when selected, 
  will commence at Monash in February 2022.

· We have established a Timorese Advisory Committee 
  (TAC), including representatives from across the  
  country. The TAC will be chaired by our Timorese Director,  
  Mana Alzira dos Reis and also includes former 
  Prime Minister and former Health Minister Dr Rui Maria 
  de Araujo; the head of non-infectious diseases Dr 
  Frederico Bosco; our great colleague Dr Joaquina Maurays

  from Maluk Timor; and other community, district and 
  healthcare leaders. The TAC will help ensure that we are  
  driven by the needs in Timor-Leste, and work with a strong 
  understanding of the cultural, socio-economic and political  
  environments within the country.

· We sent boxes of medical supplies including some 
  medications to the national hospital in Dili. This is in 
  addition to the thousands of pieces of PPE and an ECG 
  machine delivered earlier in the year. Thanks to our 
  generous friends at Rotary Donations in Kind for handling 
  the logistics of this latest shipment probono.

I am also delighted to announce the appointment of long
time volunteer senior cardiologist Dr Alan Appelbe as our
new Medical Director, filling the very big shoes of Dr Noel
Bayley. Alongside that appointment, I am delighted to
announce that Dr Elizabeth Paratz has been appointed
Deputy Medical Director - Research and Dr Ari Horton as
Deputy Medical Director - Paediatrics. They are all
outstanding professionals who give generously of their time
and expertise.

Thank you everyone for your support! I would particularly
like to mention the outstanding support over the past few
months from Peter McMullin AM and his Good Business
Foundation, David and Bindy Koadlow, and author Heather
Morris.

Stay safe and well.
David Marlow

Chief Executive Officer

Working with our partners to build great heart healthcare capacity in Timor-Leste

COVID-19 has prevented us from visiting Timor-Leste and holding
face-to-face cardiac clinics, as well as preventing us from being
able to bring patients to Australia for surgery. Despite this, we see
light at the end of the tunnel with negotiations underway to expand
the number of Australian hospitals where surgery can be
performed. Expanding the number of hospitals where surgery can
be performed is important since the hiatus in patients coming to
Australia for surgery means we will have a backlog of patients with
critical valve disease to catch up on. We need to hit the ground
running in 2022!

We have one such patient who has critical narrowing of his aortic
valve. He has been seen in the on-line clinics and is clearly in need
of urgent surgery. Despite major logistical hurdles the hope is to  
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C
an

va

bring him for surgery in Australia in the next few months.
We are looking forward to re-entering Timor-Leste as soon as
possible in 2022 and holding clinics face-to-face. The members of
the clinical team are anxious to reconnect with our patients
awaiting surgery and follow-up on those who have had surgery in
recent years. The clinical team has a strong bond with these
patients, many of whom have been seen in our clinics for years.
In the meantime, we are hoping to hold another online clinic to
review those patients who are awaiting surgery. Whilst we may not
be able to offer procedures in the short term, the online clinics
have allowed us to advise on changes in medications to keep them
feeling as well as possible pending surgery.

Alan Appelbe
 Medical Director

News
coverage
of RHD
Guidelines
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WELCOME ALAN APPELBE 
ETHF'S new Medical Director shares his passion for cardiology and 
volunteering to save young lives in Timor-Leste

I have been involved with East Timor Heart
Fund since 2015, when I went with Noel on
my first trip to Dili. My involvement was
triggered by an article by Noel on the
Australian Cardiac Society website. I had
known of Noel’s work in Timor-Leste and in
retrospect I wish I had become involved a
lot earlier.

On that first trip to Timor-Leste I was
staggered by the severity of the heart
problems I saw in young Timorese in their
teens and twenties. We saw young people
breathless after walking only a few steps
and others who were well having had
surgery in Australia sponsored by the ETHF.
 
It reminded me of one Australian patient
that I cared for. I graduated in 1983, my first
job at the Royal Melbourne Hospital was in a
medical unit attached to cardiology. I was
inspired to do cardiology because I saw
acutely ill patients with heart problems 

LIFE ON THE FRONTLINE
Our in-country healthcare partners perform a crucial role to support
young heart patients. We caught up with Ricky from Maluk Timor, who
shared his journey working with our patients in Timor-Leste.

What attracted you to work in healthcare?
Since secondary school, I wanted to work in
healthcare. After studying, I worked in public
health. I am interested in preventing
rheumatic heart disease and enjoy working
with RHD patients to help educate them
about their condition. 
At present, I'm really excited about being
trained to now use a small device called a
Lumify, which is a portable echo machine.
These machines are crucial to help us review
existing RHD patients and new suspected
patients who can then be referred to RHD
experts or cardiologists to further
investigate their medical conditions. 
 
Describe 'a typical day' working on ETHF
activities? 
I work for Maluk Timor with my RHD team to
manage and mentor them and educate
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"I was staggered
by the severity

of the heart
problems I saw in
young Timorese"

Dr Appelbe with patient Antonio
at ETHF's Dili clinic in 2019 

"Seeing the
outcomes of every

heart surgery
patient really

touches my heart"
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who would often recover quickly with the
treatment we gave.

One particular patient stuck with me. He
was my age with an infected aortic valve
which was leaking very severely. I helped
wheel him from the emergency department
to cardiology for an echocardiogram. For
the first time I saw the power of an
echocardiogram to see inside the body to
diagnose what we could only guess at with
a stethoscope. He had emergency aortic
valve replacement and I am still seeing him
as a patient almost 40 years later. In 1984
he had 24 hours to live, but in 2021 he
remains well, working full time, with
children and grandchildren of his own.
 
This is an example of the ability heart
surgery has to transform a young person’s
life, and what we aim to offer to the young
people of Timor-Leste with life threatening
heart disease.

Ministry of Health doctors and nurses on
how to give and provide the best care for
their patients. I also work closely with East
Timor Hearts Fund to support the online
cardiac clinics in Dili every three months
and help Timorese patients with logistics,
visas and escort them to Australia to have
an operation when it's needed. I also help
ETHF with translations and planning for
their other services at times.

How important is ETHF's work?
Seeing the outcomes from every heart
surgery patient really touches my heart.
Especially, the many Timorese patients who
come alone from the districts, just to see if
the ETHF cardiology team in Dili can help.
To see them finally get the opportunity to
travel to Australia to fix their heart is really
rewarding.

Ricky works with ETHF
patients in Timor-Leste 



Want to create your own fundraising event?
Grab your friends and create some fun while raising vital funds to save young lives.

 

Download your ETHF fundraising guide here 
 

For fundraising enquires email: kim.gasperino@easttimorhearts.org.au

"I encourage people to get
 involved and help because

 any little effort will go towards
helping to save another life.

That’s a pretty 
awesome motivator."

Keagan's partner is Timorese and he has embraced Timorese culture
and visited Timor-Leste several times over the years. His father-in-
law was fortunate to have survived serious heart surgery several
years ago and from that day on, Keagan and his extended family and
friends have committed to volunteering to support ETHF surgical
patients when they arrive in Australia for life-saving heart surgery. 

Their volunteering is varied, including taking patients to medical 
 appointments, providing emotional support and cultural
understanding. They also organise patient outings to the zoo or
museum, to inject some fun and a much-needed distraction from the
intense worry patients and their carers experience when undergoing
heart surgery, far away from home.  "We've even put on episodes of
Mr Bean on the TV for the patients to laugh at which has been a fun
thing to do when they visit." Keagan explains "When they first arrive, a
lot of them can’t even walk far as they are short of breath. So much of
their poor health is holding them back. Then you see them after
surgery and their quality of life dramatically improves." 

Keagan is passionate about helping Timorese heart patients get the
vital help they need. "Seeing the work East Timor Hearts Fund does
first-hand with patients such as Rofina and Paulo over the years is
amazing. I've seen patients have a second chance at life and what the
doctors like Dr Noel do for patients - it's incredible. That’s why I have
such a passion for supporting East Timor Hearts Fund." Keagan added.

In recent times, Keagan took on running to stay fit. He decided to
combine his fitness routine with his passion for helping young heart
patients. "With lockdown, running has been one of my releases, one of
my escapes. I really do enjoy running now and I run a lot. I have a few
people that I can reach out to on social media, so I thought why don’t
I use that platform to encourage people to support ETHF, " he
explained.

Keagan reached out to his friend and 2020 Virtual Run Melbourne
participant Tina and together they created a team that could support
each other’s efforts in keeping with COVID restrictions, and everyone
ran their own race. "I really wanted to do the actual Run Melbourne
course, but we adapted and it was fine. I was chuffed I also managed 

to run a personal best time!" 

"You want to perform your best because you’re representing an
awesome charity so you want to give it your all for that cause.
Everybody was super encouraging - even after the run people
reached out wanting to donate. This year is different with COVID
and I don’t know people’s circumstances and how they’ve been
affected, so for people to reach out and still be so generous,
when it is such a tough time, is really special."

Keagan is now preparing with several other supporters to run a
half marathon at the Melbourne Marathon Festival on October 10
and again raise funds. His advice for supporters who are
considering participating or holding their own fundraising event:
"As a volunteer, I have worked closely with the patients and the
organisation and I see where the fundraising goes and it literally
does save lives and has a huge impact on people who have no
means to get the help and the surgery because of where they
live. They get flown to Australia to have life-saving surgery. You’re
not just saving the one life of that one person. That person has a
whole big family. You are saving their loved one." He further
explains, "I understand it can be hard at times for people to find
the motivation to want to raise funds or find it hard to ask others
to give to their fundraising activity. But you can be blown away by
people’s generosity. It’s a really great feeling to set a goal, and
actually see it work and have an impact.  I encourage people to
get involved and help because any little effort will go towards
helping to save another life. That’s a pretty awesome motivator."   

When Keagan is not working in his day job, volunteering with ETHF
or training for his next running event, he throws himself into his
creative passion, pursuing a career in music. Keagan is a self-
taught musician, singer/songwriter, producer and collaborator on
local and international projects with an R & B focus. He released
his first EP at the end of 2020, performing as Ceeko. You can
catch one of Keagan’s tunes on YouTube here.

We are grateful for Keagan and his family's incredible support and
wish him every success with his music ambitions. 

SUPPORTER NEWS
 

ETHF patient volunteer Keagan transformed his love of running into a powerful
motivator to raise vital funds for life-saving services. 
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https://easttimorheartsfund.org.au/wp-content/uploads/2021/09/ETHF-Fundraising-guide-2021.pdf
https://easttimorheartsfund.org.au/wp-content/uploads/2021/09/ETHF-Fundraising-guide-2021.pdf
https://youtu.be/U9AJEL8voMk

